The nursing role during end-of-life care in the intensive care unit related to the interaction between patient, family and professional: an integrative review Aim: The aim of this study was to explore how intensive care unit (ICU) nurses describe their role during Endof-Life Care (EOLC) in the ICU, related to the interaction between patient, family and professionals (care triad). Method: Three electronic databases, PubMed, CINAHL and EMBASE, and reference lists of included studies were searched for studies in English, Dutch or German between January 2002 and August 2015. Studies were included if they presented data about EOLC in the adult ICU, and the role of ICU nurses around EOLC. Quantitative and qualitative studies and opinion articles were extracted. Inductive content analysis was carried out to analyse and categorise the data. Results: Twenty studies were included. Four categories emerged: care for the ICU patient, care for the family, environmental aspects of EOLC and organisational aspects of EOLC. Regarding the care triad, a gap exists between theoretical models and the actual care provided by ICU nurses during EOLC. The relational aspect of care, like aimed with care triad, is absent. Conclusion: The literature clearly indicates that the role of ICU nurses concerns care for the patient, family and environment. It described which care should be given, but it remains unclear how care should be given (attitude). Therefore, it is difficult for ICU nurses to provide this care. Further, it seems that care provided to family mainly consists of giving advice on how to care for the patient; care for family members themselves was only mentioned in a few studies. Therefore, it seems that family does not always receive adequate care yet, which may be helpful in preventing problems like depression, anxiety or post-traumatic stress disorder. It can be concluded that it is important for ICU nurses to be aware of the existing relationships; however, comparing the literature, care triad does not appear to be reached.
Introduction
In Europe, 6-27% of all intensive care unit (ICU) patients die in the ICU, and in the USA, this number varies 10-29% (1, 2) . In the Netherlands, ICU mortality is nearly 8% (3), where three Scandinavian countries (Sweden, Norway, Finland) have an overall ICU mortality of 9.1% (4) . Over 85% of those deaths occur after withdrawal or withholding life-sustaining treatment (5) . Since the number of critically ill patients will increase, the number of decisions to withdraw or withhold lifesustaining treatment will increase as well (6) . During end-of-life care (EOLC), ICU patients are in need of nursing care, as well as their family members, next of kin, relatives or friends, hereafter referred to as family.
Nursing care for family mostly consists of emotional support. Family members often discuss their ideas of and moral feelings on the decision to withdraw or withhold treatment with nurses. Due to the experienced stress, an ICU stay can cause anxiety, depression and post-traumatic stress disorder in family members (7, 8) . Since the consequences for family members may be severe, it is reasonable that not only care is provided for patients, but nurses also care for families. This triangle, patient, family and professionals, is called a care triad.
During care for the patient and his family, nurses have to deal with the relationships that exist between the patient and his family, but also with the relationships the nurse herself has with the patient and his family.
Fortinsky (9) defined the relations between patients, professionals and family members as a care triad in which the interaction between patient, family and professional is known as a 3-way partnership to which all partners bring their unique socio-demographic, cultural, psychological and health-related characteristics. Likewise, Kongsuwan & Touhy (10) described a comparable theory as mentioned above, but with a focus on EOLC. They stated that a peaceful death requires interaction between patients, family and nurses. All three must be intimately engaged in the process. The study of Beneken genaamd Kolmer et al. (11) showed the importance of the relation between patient and family in caring situations. Supportive interventions of professionals should focus at the relationship between patients, family and nurses. Care professionals should respect and acknowledge their responsibility by, on the one hand, exploring possibilities of family participation, invite them to participate and leaving tasks to family whenever they want to perform these tasks themselves and, on the other hand, explore the limits of the care provided by the family together with the family, in order to keep them from becoming physically, psychologically or socially overburdened (11) . The interaction between patient, family and professionals as mentioned above is also part of the study of Cannaerts et al. (12) . They described a theory for palliative care in relation to the interaction between patient, family and professionals. They define palliative care as 'care for life', and not as providing comfort care and quality of life. Furthermore, the cross-sectional study of Moghaddasian et al. (13) mentioned the care triad related to empathy provided by nurses. This empathy leads to greater satisfaction with care in both patient and family. They found a significant connection between nurses' empathy and the needs of the patients' family (p < 0.001). The authors stated that by increasing the nurses' empathic skills, care provided according to family needs would be improved.
The studies described above mention the existing role of a care triad in nursing care. The care triad seems to be important during EOLC in the ICU as well. However, the exact role of ICU nurses in the care triad during EOLC is unknown. Because of the lack of clarity about the role of the ICU nurse, and the possible consequences for the family members, research is needed to clarify what kind of care should be provided to the patient and his family by the ICU nurse during EOLC.
Thus, the aim of this study was to explore how the role of ICU nurses during EOLC in the ICU is described in the interaction between patients, family and nurses.
To our knowledge, this is the first review on the role and tasks of ICU nurses during EOLC, with a focus on the relation between patients, family and nurses.
Method
An integrative review was performed to gain insight into the roles and tasks of ICU nurses during EOLC in the ICU. Integrative review is a specific review method used in nursing science, which allows the assessment of diverse methodologies (14) . Two researchers (MN and BD) performed the integrative review using a review protocol.
Search strategy
PubMed (including MEDLINE), CINAHL and EMBASE were searched in August 2015. The search terms 'intensive care units', 'End-of-life', 'nursing care', 'nursing role' and 'family' (and related terms) were combined with MeSH terms and free text (see Table 1 ). Furthermore, reference lists were hand searched for relevant articles. All recent studies about the developments and research in EOLC in the ICU are included. Studies were restricted by year of publication (≥2002).
Inclusion criteria
Studies evaluating or describing the role of nurses during EOLC in the ICU published in peer-reviewed journals were included. All types of methodologies such as quantitative and qualitative studies, and opinion articles, which described the role of ICU nurses in EOLC in the ICU were included.
Only studies on adult ICU patients were considered for inclusion, since the paediatric and neonatal ICU differs very much from the adult ICU. Adult ICU patients are ICU patients with an age of 18 years or older. The final inclusion criterion was that studies were published in English, German or Dutch. The search was restricted to articles published as 'full paper'. Conference abstracts, editorials, personal communications or unpublished studies were excluded (see Table 2 ).
Study selection
All articles were screened on title and abstract by two reviewers (MN and BD) and were included if the title or abstract described the role of ICU nurses around EOLC in the adult ICU. After the initial selection, remaining articles were screened full text by two reviewers (MN and BD) and were included if (i) EOLC and (ii) the role of ICU nurses were described. In case of differences of opinion, a third researcher (JS) was consulted and agreement was reached in all cases. This was only required in one case, in which it was not clear whether the aim of the study was about the tasks and roles of ICU nurses.
Data analysis and quality assessment
From each article, the description of the role of ICU nurses and their activities during EOLC were extracted. Study characteristics included study reference (including country and year), level of evidence, study design, target population, sample size, intervention or recommendation, and findings. Two reviewers (MN, BD) independently extracted the data, as an assessment of reliability.
Methodological quality of the articles was assessed using standardised evaluation forms of the Dutch Institute of Healthcare Improvement CBO. Following this assessment, the studies were classified by level of evidence (15) . According to this classification, a randomised double-blind clinical trial of good quality and adequate sample size receives level A1, whereas comparative studies not containing all characteristics of A2 (including cohort studies or case-control studies) are classified as level B. Observational and descriptive studies are classified as level C, and opinion articles are considered as level D.
For the study quality score and the classification of methodological quality of qualitative studies, the evaluation forms of the Critical Appraisal Skills Programme (CASP) were used. In this programme, a plausible metasynthesis receives ++, a plausible study receives +, a study with limited plausibility receives AE and a study with little plausibility receives À (16). Two independent reviewers (MN and BD) assessed the quality of all included studies by using the standardised evaluation forms of the Dutch Institute of Healthcare Improvement CBO and CASP.
The categorisation of the quantitative and qualitative studies differs, but studies with a level of evidence of A1/ A2 can be categorised as similar to level of evidence ++, level B as +, level C as AE and level D similar to À. 
Results

Study selection
In total, 442 studies were identified. Following de-duplication, 90 were removed. A hand search of the reference lists of included studies identified another two studies meeting the inclusion criteria. At the end of the inclusion process based on title, abstract, inclusion criteria and methodology, 20 studies were included in this review (Fig. 1) . Exclusion was primarily based on studies about neonatal or paediatric ICU's, do-not-resuscitate (DNR) orders (timing of treatment decision, procedure around DNR, legal, ethical and financial considerations, relation between DNR and EOLC) DNR requests and physicians (studies only described EOLC only from a physicians' perspective).
Study characteristics
The reported data were collected in the following countries: United States of America (USA) (n = 11) and one each from Australia, the United Kingdom (UK), Europe, Sweden, Norway, Turkey, South Africa, Brazil and Canada. The included studies were 13 qualitative studies, three surveys, two cross-sectional studies, one post-testonly study and one opinion article. The quality assessment revealed 12 studies as level C or AE, and the others were level D or À. Table 3 shows a summary of the included studies.
Main results
Results that answered the research question 'What is the role of ICU nurses during End-of-life care in the ICU, related to the interaction between patients, family and nurses?' were extracted. Four categories emerged while analysing the full text studies: care for the ICU patient, care for the family, environmental aspects of EOLC and organisational aspects of EOLC.
Care for the ICU patient. Care for the ICU patient was discussed in twelve studies. Providing optimal pain and symptom management for the comfort of the patient was considered an important nursing intervention, although pain and symptom management is solely described in terms of administering analgesics and sedatives (17) (18) (19) (20) (21) (22) (23) (24) (25) (26) (27) (28) . Demonstrating concern: nurses demonstrated concern (or lack thereof)
for physical, emotional, psychosocial and spiritual well-being of the patient and family. For example, ensuring that the patient is comfortable, express emotions.
Building rapport: strengthen the therapeutic relation, which included holding family in high esteem, being approachable and affable. Examples are talking with family about themselves, making eye contact and sitting close. Demonstrating professionalism: this includes showing professional demeanour, respect for the patient and family and providing evidence that nurses were collaborating with other professionals. Providing factual information: nurses are seen as an important source of information about the ICU, the patients' treatment and situation. Supporting decision-making: nurses supported decision-making by remaining unbiased in the face of decision-making.
The authors also described that due to nurses using eye contact, facing the family and coming to the phone when family called, the family had trust and confidence, helping the family to cope
AE
Care for the family of the ICU patient (18, 22, 23) . Next to the pain and symptom management, nursing care, such as bathing, hair care, mouth care (prevention of), pressure area care, and spiritual care were mentioned. Studies described that every patient is unique and that it is important to understand that a dying patient cannot be defined by a protocol. Therefore, nurses have to adapt their care to the wishes of the patient, and nurse them with safe and caring hands in a collaborative environment (19, (26) (27) (28) . Three studies also stated that the patient should not be alone during the dying process (19) (20) (21) . Long-Sutehall et al. (24) described that nurses decreased supportive drugs, fluids, and weaning ventilation and removed monitoring equipment, so that the patient is 'given back' to the family. Arbour et al. (17) stated that nurses advocated for the ICU patient.
Care for the family of the ICU patient. Seventeen studies dealt with nursing care for family of dying ICU patients. The main theme discussed in those studies concerns the support of the patient and his family. Support includes informing them about treatments, procedures and prognosis, but also how to act around the dying patient, and by offering emotional support and reassurance to the family that the patient is comfortable (17, 18, 21, 22, 24, 25, (29) (30) (31) (32) (33) (34) (35) .
Good nursing care included protecting the patient against distressing impulses and sensory imbalance. Family members were encouraged to stay nearby, sit, talk to and touch the patient (21, 25, 26, 28, 36) . Popejoy et al. (35) described how nurses gave away their control and allow the family to take over. Nurses gave some control away by actively involving the family in the patients' plan of care. Asking the family for physical help during the care for the dying patient was described by Beckstrand & Kirchhoff (31) .
A meaningful relationship between nurses and family is needed to establish good nursing care. Working with the family includes getting to know the patient by talking with the family and to reflect on their lives together, while also by being physically present, as a nurse, at the patient's bedside (26, (34) (35) (36) . Adams et al. (29) add that there is a need to strengthen the therapeutic relation between family and professionals, which included holding the family in high esteem, for example talking with family about themselves, making eye contact and sitting close.
Beckstrand & Kirchhoff (31) also argued that it is important to give family sufficient time to be alone with the patient. Bratcher (20) stressed the importance of the acceptance of death by patient and family. The acceptance of death also includes according to him the idea that a patient and his family do not have any unresolved issues. Adams et al. (30) described that the family needs to be supported in realistic hope, for example by assuring that the patient and family would continue to be cared for, foreshadowing, compassion, reframing hope, and allowing time to process information during their stay in the ICU.
Good EOLC can also be achieved by nurses making memories for families by taking the patient's hand prints and collecting a lock of hair and the identity band, or organising follow-up meetings with the opportunity to meet the family again, answering questions about the care provided, requesting feedback on the care provided and handing over the dead patient's belongings (17, 21, 26) .
Environmental aspects of EOLC. Ten studies described the environmental aspects of EOLC. Environmental factors included reducing technology, providing a calm environment, setting up the appropriate death scene by creating a peaceful, serene and dignified bedside. This can be achieved by playing music, dimming the light, replacing the hospital linen with coloured sheets and quilts, placing photographs and if desired, moving the patient to a single patient room (17, 19-21, 26, 27, 31) .
Bratcher (20) also advised to use a 'get to know me' card in the patient room to help professionals see the patient as a person, the person he was before being admitted to the ICU. Ranse et al. (26) added a family room separate from the waiting room, and open visiting hours. The latter was also mentioned by Arbour et al. (17) Twenty-seven per cent of Turkish, 15% of South African and 34.2% of European ICU nurses supported a restriction of visits by family (18, 22, 23) .
Organisational aspects of EOLC. The organisational aspects of EOLC were described in four studies. Beckstrand & Kirchhoff (31) and Fridh et al. (21) described the importance of having enough time to prepare the family for the patient's death (Table 4) . Bratcher (20) described that nurses could give families a beeper so they can leave the ICU to eat, sleep or pray while staying in touch with the ICU. Beckstrand & Kirchhoff (31) advised to let the social worker or religious leader take primary care of the grieving family.
Next to that, Hov et al. (28) stated that the general condition for good nursing care is divided into continuity, cooperation, knowledge and competence.
Discussion
This integrative review explored the role of ICU nurses during end-of-life care (EOLC) related to the interaction between patients, family and nurses. Due to possible severe problems experienced by patients and family, it seems important to know the exact role of ICU nurses during EOLC in the ICU, related to the interaction of patients, family and nurses. The literature clearly indicates that the role of ICU nurses concerns care for the patient, family and environment. However, a clear description of realising the care triad is lacking.
The results were divided into four categories, but during the data abstraction another subdivision could be made. The results could be divided into: (i) What should be done (activities), and (ii) How this should be done (attitudes). Table 5 shows a summary of what should be done and how this should be done.
As shown in Table 5 , most literature described what should be done during EOLC in the ICU, but little is written about how care should be given. What should be done is described in activities. The activities are mostly concrete, like bathing, hair care, mouth care, pressure area care, administration of analgesics and giving a beeper to family. It seems quite normal that the literature focuses on functional activities, which can be explained by the fact that the ICU is mostly seen as a technological care environment where ICU nurses perform highly complex care. The few studies that described how to provide EOLC remained vague. Those studies used terms like 'respectful care', 'compassion', 'ensure physical integrity' and 'open attitude', but were not concretised. For example, Zomorodi & Lynn (27) described 'taking a step back', but do not define how this should be done. 'Taking a step back' can be explained in different ways, as literally taking a step back, but also, for example, using less communication, or being less present in the patient room. Another example comes from Beckstrand et al. (19) and Bach et al. (36) . They mentioned 'being present' during EOLC. Bach et al. (36) describe 'being present' as physically being there and letting the family know 'you will be there' for them. Or, for example, 'ensuring physical integrity' as described by Da Silva et al. (25) .
The descriptions mentioned above still remain indistinct and do not present concrete indications how to perform this care. Because of the different ways nurses could interpret the concepts, it is not clear what the authors actually meant. The translation from research to practice could lead to problems.
Besides the differences in what and how care should be given, the literature also shows a process in which there is a shift in nursing activities from care for the patient to care for the family, even more so when patients are unconscious. This shift is not explicitly mentioned in the literature, but all articles discuss nursing care for the patient and care for the family after that. It seems that ICU nurses should change their focus during EOLC from Sometimes there is insufficient time to care for the patient and family during the whole EOLC process patient to family care; however, ICU nurses mentioned that care is always patient-centred care, and stays this way during EOLC (37) . This seems in contrast to the process mentioned above, where care is shifting towards family-centred care during EOLC, including patients and the social system. Furthermore, some studies described nursing care activities for the family. But when analysing the literature, the care for the family is mostly about activities related to the patient. The nursing care for family exists of helping and advising the family how they can support or take care of the patient, and not explicitly about caring for the family members themselves. Only Arbour et al. (18), it showed several similarities indicating that ICU nurses have similar perspectives about EOLC. However, European ICU nurses would sooner end nutrition, passive range of motion exercise and pressure sore prevention than nurses in studies elsewhere. The European ICU nurses agreed more with effective pain relief and removal of endotracheal tubes in comparison with nurses from other continents. These differences could be explained by the different cultures and religions, but also due to law and regulations.
A clear role of ICU nurses during EOLC in interaction with the patient and family may be helpful in preventing stress, anxiety, depression and post-traumatic stress disorder in family members. Therefore, it is important to (17) Each patient needs to be met openly as a unique person, which involves preservation of his personality, acceptance, respectful treatment, and being nursed for his own interests (28) . A dignified, peaceful and respectful death (20 (17, 21, 26) 'Taking a step back' (27) . Giving some control away by actively involving the family in his plan of care (35) . Giving the patient back to the family (24) . No unresolved issues between patient and family (20) . Being physically present, but also by letting family know you will be there for them (36) . Support realistic hope by assuring that the patient and family will continue to be cared for, foreshadowing, compassion, reframing hope, allowing time to process information (30) . Using eye contact, facing the family and coming to the phone when family calls, offering the family trust and confidence, which helps the family to cope (29) Environmental aspects of EOLC Single room for the patient and a family room separate from the visitor's waiting room, creating an atmosphere that is less clinical and more homely and serene by dimming the lighting, playing music and reducing technology (19-21, 24, 26, 27, 31) Organisational aspects of EOLC Open visiting hours, being there for the patient and family, balancing time effectively, coordinating care and communication, follow-up visits (23, 24, 27) know what the role of ICU nurses should be in the care triad during EOLC in the ICU. Comparing the literature, the interaction between patients, family and nurses, with the aim to find balance in the provided care by family and professionals (care triad) as described in the theory of Fortinsky (9), Kongsuwan & Touhy (10) and Beneken genaamd Kolmer et al. (11) , does not appear to be reached. Adams et al. (29) does describe the importance of a therapeutic relation; however, this is not the balance meant in the theories, because the care triad should prevent the need of a therapeutic relation. Fridh et al. (21) even described that nurses in her study never informed patients about their condition during EOLC. It has to be said that many ICU patients are sedated or unconscious, but in similar studies it is stated that nurses have to encourage family to talk to the patient even when they are unconscious. For those patients, it seems important that the care provided is an expression of being human (12) . Therefore, the care for conscious and unconscious persons should be the same: nurses should explain and inform the ICU patient. It seems essential that ICU nurses understand how the historical relation between the patient and family was, and which motives for caring for the patient are important to the family (11) . Besides that, it should become clear what the exact role of the ICU nurse should be in caring for patients and family. It remains questionable if all described care is the responsibility of ICU nurses during EOLC.
More research is needed to answer this question. It can be concluded that it is important for ICU nurses to be aware of the existing relationships mentioned in the theories, due to the possibility of causing stress for patients and family, and thus the relations that already exist and will develop during admission in the ICU.
Methodological limitations
Some limitations of this study must be conceded. A limitation we faced was the moderate quality of the included studies. A moderate quality incorporates a high risk of bias, but the similarities in the results support the results and decrease the bias. Next to that, only articles written in English, Dutch or German were included. Because of this, some relevant studies may have been missed. Though, with the use of three well known and widely used databases most relevant studies will have appeared.
Conclusion
This review provides an overview of the described role of ICU nurses during EOLC, related to the interaction between patients, family and nurses. The data can be divided into four categories: care for the ICU patient, care for the family, environmental aspects of EOLC and organisational aspects of EOLC.
This review gives information about the interaction between patients, family and professionals, but the literature remains unclear and focuses on what ICU nurses should do (activities) and not on how this should be done (attitudes). Therefore, it is difficult for ICU nurses to provide this care. Further, it seems that care provided to family mainly consists of giving advice on how to care for the patient; care for family members themselves was only mentioned in a few studies. Therefore, it seems that family does not always receive adequate care yet, which may be helpful in preventing problems like depression, anxiety or post-traumatic stress disorder. It can be concluded that it is important for ICU nurses to be aware of the existing relationships; however, comparing the literature, care triad does not appear to be reached.
